It could save thousands of lives and
billions of dollars. One of our foremost
authorirties asks why we don'’t have . . .
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By Joun H. Heatgy, M.D.

ONALD ~AUSTIN was aslon-
ished by what he saw that
day in 1975. As chief of the
California cancer ﬂ:gxsu'v Austin
directed one of the largest store-
houses of local cancer stauistics in the
world, and researchers frequently

consulted him about the incidence of

the disease in the San Francisco area.
On this afternoon, Ansun had

been asked for a tally of all cases of

breast, uterine and ovarman cancer.
As his eyes skimaied the computer
printout, he was startded by a dis-
turbing trend: year by year, cases
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of uterine cancer were climbing
dramatically.

Austin found that since 196y,
uterine cancer in the Bay Area had
rsen by 5o percent. Worse, the
incidence among women age 50 and
over from affluent Masih Coun 1y
had doubled. Why were these well-
off women at greates risk?

ft didnt take long 1o finger a
possible culprit. Between 1965 and

1975, prescriptions of estrogen—the
hormone used to 1reat symptoms of
mm@pauxwhsd tnpled nationwide,
Large doses {iar larger than are pre-
scribed today) were being given,
mostly to affluent women over 5o,

Many in the medical profession
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doubted the link. To them, estro-
gen was a wonder drug. But to be
safe, the Food and Drug Adminis-
tration advised that women receive
only the smallest possible dose and
that doctors balance its effects with
the hormone progesterone. Within
three years, the rate of uterine can-
cer returned to normal. Thankstoa
good cancer registry, at least 3000
women a year—in Caitfornia alone—
are spared.

WitH No CANCER REGISTRY at their

disposal, Massachusetts health offi--

cials were baffled by a sudden epi-
demic of cancer in Woburn, a Boston
suburb. Only days after Anne An-
derson’s 3%2-year-old son, Jimmy,
was found to have leukemia, she

" learned that two other neighborhood

children also had the disease. Then

a fourth case cropped up. And

when Anderson brought Jimmy to
Boston’s Massachusetts General
Hospital for trearment, she was
amazed to see a number of familiar
Woburn faces in the waiting room.
Could there be something in Woburn
that's giving leukemia 1o our chil-
dren? she wondered.

By October 1979, Andersor: and
her "pastor, the Rev. Bruce A.
Young, had tracked down 12 léu-
kemia cases in Woburn—double
the normal mncidence. That same
year, state environmental engincer
Richard Chalpin suspected that toxic
chemicals illegally dumped in Wo-
burn had made their way into the
water supply. He checked two mu-
nicipal wells and discovered dan-
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gerously high levels of an industrial
solvent. Then Harvard professors
Marvin Zelen and Steve Lagakos
found that, on average, the children
with leukemia had consumed twice
as much contaminated water as
other Woburn youngsters had.

Jimmy Anderson died in 1981,
but his mother was determined to
help other kids. That's when she
and Bruce Young helped persuade
the Massachusetts legislature to cre-
ate a-cancer registry. "Clusters of the
disease are now detected, long be-
fore they become as widespread as
the tragic Woburn cases.

THESE Two BATTLES in the war

against cancer illustrate hew vital
statistics can be. Ideally, resear hers
should be able to gather inteliiy ence
on all forms of cancer, not only
because the disease is so widespread
{one in three Americans are expect-
ed to contract some type of it in
their lifetime) but also because it is

infinitely complicated. It comes in
"dozens of different forms, and each
cancer can have many causes—

some inborn, others environmen-
tal. There are also dozens of ways to
treat the disease. Te battle such a
beast, researchers need an exact
statistical profile.

But many parts of the United
States lack such information. Ten
states have no cancer registries,
Most of the others do not record all
cases within their borders. And
more than a third fail to record how
patients are treated or whether they
have been cured.
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Back in the 1930s and 1940s,
many states passed laws requiring
health officials to keep track of
cancer. But in almost every case,
these laws went unfunded. (The
notable exception was Connecticut,
which has operated a model regis-
try since 1935.)

Then, in the early 19705 the
National Cancer Institute began
keeping accurate records for cancer
patients in five states {Hawan,
Utah, New Mexico, lowa and Con-
necticut) and four metropolitan ar-
eas {Detroit, Atlanta, San Francisco
and Seattle). These SEER {Surveil-
lance, Epidemiology and End Re-
sults) registries cover roughly ten
percent of the nation’s population.
They are useful for making broad
estimates of cancer rates. But be-
cause the registries ignore Qo per-
cent of the pcpuia{-oa. they miss
smaller trends such as the leukemia
outbreak in ' Woburn.

Three years ago, the Amernican
College of Surgeons, with the help
of the American Cancer Seciety,
started a second national registry,
the National Cancer Data Base. to
track how well different treatments
work. The data base covers only 30
percent of all cancer patients and
misses victims cared for outside
hospitals or in hospials without
registries.

Gilbert H. Friedell, director of
Kentucky's state registry, uncov-
ered exactdy the kind of problem
that neither SEER nor the National
Cancer Data Base would have
picked up. While reviewing state
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statistics, he noticed that women in
chruckv s poverty-stricken Appa-
lachian areas were dying of cervical
cancer at twice the national rate.
Friedell found that many women
there were unaware of the impor-
tance of regular pap smears, which
can detect cervical cancer when it is -
still curable. Kentucky ofhicials have
established a community outreach
program to correct the problem.
Even if SEER and the National
Cancer Data Base kept track of
more cancer patients, they are not
geared to spot local trends. By con-
trast, a good state registry can iden-
tify dozens of cancer clusters every
year. Even when a cluster cannot be
linked to some special circum-
stance, it 1s important that the pub-
lic understand the situation,
Consider the 1990 scare in Tay-
lorville, 1., where neuroblastoma,
a rare cancer of the nervous system,
had stricken three infants. Such a
rate was several tmes the expected
incidence, and parents suspected
the children had been harmed be-
fore birth by contamunants their
mothers inhaled from a toxic-waste
site. After extensive intorviews,
however, the Hinois Stae Cancer
Registry determined none of the
mothers had been at the site, and
carcful monitonng showed that no
contaminants had made their way
10 the outside air. The town of
Taylorville heaved a sigh of relief.

As 1nporTaNT as the need for good .
registries is the need for umfor
statstics. Unless data from all go
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states can be tallied, we cannot get
detailed pictures of rare cancers.

Consider osteogenic sarcama, of

bone cancer. Even at major facili-
utes like New York Cuy’s Memorial
Sloan-Kettering Cancer Center, we
cannot collect caough data to detect
broad trends in dhe disease. Butin
Sweden, which operates an excel-
lent cancer data hase, orthopedists
recently discovered that the mean
age of people afflicied with~bone
cancer—general onsidered a dis-
case of growing bones—has ;{fﬂdﬁ'
ally been increasing. Perhaps, then,
we sheuld be watzénng for a second
variely of ostcogenic sarcoma,
caused by different genetic mecha-
nisins than 1n the younger person’s
form of the disease. If we could
track the cancer’s path through the
entire U.S. population, who knows
what we might learn?

It would alse be useful 1 track,

the rare side effects people experi-
ence from cancer therapies. Some
reactions, such as the minor brain
damage thatcandevelopin leukemia
patients who have received whole-
brain radiaton, socur many years
after a patient is treated. So unless
all cancer vicums are followed for
their entire lives, we cannot study
these debilitating side effects and
develop alternative therapes.

Wuy does the United States lag
behind many other Western na-
tions in gathering cancer data that
could save thousands of lives and
billions of dellars? Perhaps policy
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mmxr}, 1 br:a,! \pmx on res

patieat care. Record-keey

off only well into the fuv

data have been collected long :

to reveal trends. Thus we 1end 10

gamble it won't be necessary,
Treating an advanced case of

brr*asx cancer, {ﬁf emmpit,, mgy

mg ar caw«whcrc women are not
geuing MAMMOgrams or perform-
mg self-examinations, ‘

Although not as glamareus, can-
cer tabulation can be more amp@&
tant in the fight against cancer
performing an intricate @pcmx-‘wa
or an elegant experiment. A na
wark of cancer registries can be our
most potent pew weapon against
the disease

The Cancer Registies Amend-
ment Act of 1992 could selve dhis
problem by enabling each state 1
have a registry @pes’aimg w éﬁ{ am—
form standards, Cost to federal 12
payers would run sbout $301

The Cancer Regmr;cs Act—
funding to support it—is needed

ase write your Senators

and your Reg;:esmwmwe o urge
creation af m:zfarm rop

Vichims w}m wﬂ} St ff ;
Rathes, it 1s our larger 1

mng of cancer that suffers. And:
we are all victims,
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